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INTRODUCTION

This report presents the findings of a study of decision-making in complex
cases. The aim of the project was to explore what makes a case seem
‘complex’ to those charged with the process of case identification,
assessment and deliberation. The study suggests areas where guidance
could be strengthened to support decision-making in these more
complicated situations and builds a model of complexity to guide
practitioners at each stage of the process.

The study was carried out by Prof Hilary Brown at Canterbury Christ Church
University, on behalf of the Office of the Public Guardian®.

Background to the study

The work was carried out during 2009-11 when the Mental Capacity Act
2005 had been in full operation for two years, (since April 2007) but against
a backdrop of concerns about its application in specific cases. The study
was therefore designed to build on the widespread commitment to the
principles of the Mental Capacity Act 2005 but to elaborate on its
translation into practice, particularly in relation to vulnerable people and to
situations that did not seem to fit the clear cut model of decision-making at
its core, including situations in which a person’s judgment might be
impaired across a whole gamut of decisions and relationships.

A further publication involving annotated case studies will be published in
mid 2011 to encapsulate lessons from the work, and to contribute to
training and professional development of practitioners in health and social

care.

The main focus of the study was therefore to identify those elements of a
case that made it seem complex with a view to informing those responsible
about issues that might distort their assessment or deliberations. The study
also aimed to assist the Office of the Public Guardian in devising guidance
that is fit-for-purpose in relation to those areas of decision-making that are
not easily translated into the principles set out in the Act’.

Structure of the report
The report is structured in seven sections

! Professor Brown'’s other work includes the conduct of Serious Case
Reviews in relation to vulnerable adults for various local authorities
through which it had become apparent that the MCA was not being
consistently applied to situations in which vulnerable people were out of
their depth.

> The Mental Capacity Act 2005 referred to throughout the paper as the
MCA and the Mental Health Act as the MHA1983 or 2007
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Section 1 provides an overview of cases submitted to the study

Section 2 sets out the thematic analysis of the features of each case that
had made it seem complex

Section 3 provides a commentary on these issues and elaborates on each
set of concerns

Section 4 provides a brief overview of the literature on the role of emotion
in decision-making and how this should be factored in to assessment and
decision-making

Section 5 provides a snapshot of applications to the Office of the Public
Guardian and the Court of Protection

Section 6 reviews current guidance in relation to those areas of the process
that mark out “complex” cases

Section 7 contains concluding remarks and recommendations

Ethical scrutiny

The protocol was scrutinised by the University ethics committee, and was
categorized as a “service audit” as defined by the NHS Ethics Consultation
Group. Cases were reviewed retrospectively, and the research involved no
randomization or allocation to distinct treatment groups. Names and
details of cases were removed before submission and in case examples
cited in the report itself. Where names are used in the text to bring the
issues to life, these have been changed to assure anonymity, and wherever
appropriate, composite case studies have been constructed to illustrate
points without identifying individuals or referring agencies.

Partner agencies

Eleven agencies took part in the project. These consisted of
e 4 social services departments
e 3 health trusts (1 PCT, 1 Acute Trust and 1 mental health trust)

e 4 voluntary agencies (2 national campaigning groups, 1 provider of
services and 1 advocacy provider).

In addition to this, 6 case workers from the Office of the Public Guardian
submitted and discussed cases with the researcher including the Master of
the Court of Protection. In all, 60 cases informed this report, alongside four
further expert consultations, including two individuals with extensive
experience of acting as an IMCA.

How the study was carried out
The study used qualitative methodologies guided by grounded theory and
participative research models. These are designed to generate themes
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from the cases rather than to apply a pre-written template to them.
Agencies that agreed to take part in the project, nominated individual
managers or practitioners to submit up to three anonymised cases that
they had considered “complex”. The data submitted were analysed in two
ways, firstly with regard to the demographics of those to whom the
decisions related and secondly, thematically in order to identify what
features of the case had led to them being considered “complex” by the
practitioners involved.

Written submissions were followed- up by short telephone interviews with
the agency’s representative to explore those elements of each case that
had made it seem complex. Additional interviews were conducted with
individuals representing particular areas of expertise or interest.
Subsequently, a group of ten expert consultants, representing these
agencies, came together to explore and test out the emerging model and
clarify the issues involved. The framework that emerged from these
processes have also been used as a reference point against which to review
applications to the Court of Protection to see if these shared the profile of
these more complicated situations. Through this process of analysis and
consultation an understanding of “complexity” has been constructed.

About the Mental Capacity Act 2005

The Mental Capacity Act 2005, (MCA) enshrines the right of individuals to
make decisions, with assistance, by and for, themselves unless they do not
have capacity, in which case it provides clear mechanisms by which others
are authorized to make decisions on their behalf.

The legislation followed many years of consultation and deliberation that
had successfully built a consensus across diverse stakeholder groups. It has
been welcomed broadly by people using services, their care givers and
professionals and its implementation has been strengthened by the
subsequent passing of measures that authorize very specific “Deprivation
of Liberty Safeguards” measures for individuals who lack capacity following
a ruling in the European Court of Human Rights.

The MCA begins with a set of explicit principles that practitioners seek to
apply to all cases including those that they later come to see as complex.
These principles are set out below.

1. A person must be assumed to have capacity unless it is established
that he lacks capacity.

2. A person is not to be treated as unable to make a decision unless
all practicable steps to help him to do so have been taken without
success.

3. Aperson is not to be treated as unable to make a decision merely
because he makes an unwise decision.
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4. An act done, or decision made, under this Act for or on behalf of a
person who lacks capacity must be done, or made, in his best
interests.

5. Before the act is done, or the decision is made, regard must be
had to whether the purpose for which it is needed can be as
effectively achieved in a way that is less restrictive of the person's
rights and freedom of action.

Threshold for coming within the MCA

To come within the Act’s purview a person must “at the material time” be
unable to make a decision “because of an impairment or, or a disturbance
in the functioning of, the mind or brain.” This is the only “global” part of
the test that may specifically fall to a psychiatrist or psychologist to
diagnose. In fact the time-specific and decision-specific nature of this
definition is often lost and claims are often made in writing or in
professional discussions that a person pervasively lacks capacity.
Conversely in several of these cases medics had stated categorically that a
person “had capacity” which left other practitioners uncertain of their right
to challenge this in relation to their own professional remits and specific
responsibilities for the person’s care or treatment. People who manage
decisions in many areas of their lives may still lack capacity in relation to
complex or emotionally charged decisions.

The process of formulating the decision, or linked decisions, is therefore a
critical part of the capacity assessment. This is particularly so when there
are issues of risk, for example a person might, in theory, have capacity to
make a decision about their accommodation, and may be voluble about
not wanting to move or receive extra help following a fire at their home,
but unless they are able to appreciate the potential consequences of
another fire, the level of risk, how they may have contributed to the risk,
and how they may in future minimise that risk and, using the MCA test of
“weighing- up” this information in making their decision, they may not
have capacity in relation to the decision, which is not an abstract one but a
decision that is being made as a result of this specific incident.

The threshold of proof required to act on the basis that a person does not
have capacity is set out in the MCA and is set at “the balance of
probabilities” and this recognizes that in some of these situations the
person’s capacity cannot ever truly be known. The test of capacity that the
MCA requires is that, in relation to the matter at hand, a person is able to

(a) tounderstand the information relevant to the decision,
(b) to retain that information,

(c) to use or weigh that information as part of the process of making
the decision, and
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(d) to communicate his decision (whether by talking, using sign
language or any other means).

Nevertheless, gauging the nature and amount of information
to be given, and the degree of understanding necessary to
make a competent decision has proved difficult especially in
cases where decisions have had cumulative implications, or
are interlinked.

Often practitioners are working within fixed timetables such
as those that pertain to hospital discharge and this curtails
efforts that can be made to make information accessible and
appropriate to the person involved and their situation.
Professionals also struggle to know what kind of “weighing
up” is indicative of a soundly made decision, especially when
individuals have fixed patterns of relating to and/or
withdrawing from interaction with individuals and helping
agencies. These issues were articulated at a conference
“Taking Stock of the Mental Capacity Reforms” convened in
2009 two years after the MCA’s introduction. There was
consensus that capacity “goes beyond the intrinsic capacity of
the person’s mind or brain: it is being able to make a decision
in the prevailing context.” These factors, that are more
affective, and relational, than cognitive were summed up in
the distinction drawn between “a person’s potential and the
actual reality of their performance” (Lush speaking at a
conference organized by AMPHA and Cardiff Law School
October 2009: my emphasis). Their interventions should
always be proportionate and lead to outcomes that are the
least restrictive of the person’s rights and freedoms.
Restraint should always be both necessary and
proportionate. The MCA, with the Deprivation of Liberty
guidelines is now fully compliant with the Human Rights Act
1998 including

= Article 2 protecting the right to life
= Article 3 prohibiting torture and inhuman or
degrading treatment or punishment

U

Article 5 the right to liberty and security

U

Article 8 the right to respect for private and family
life

= Article 9 freedom of thought, conscience and
religion

U

Article 12 the right to marry and found a family and

U

Article 14 prohibition of discrimination in the above
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(cited in DoH 2009 p 6)

Considerations when making best- interests decisions
When making decisions on behalf of someone without capacity,
practitioners these decisions must be taken in the vulnerable person’s best
interests. However in some of these cases it was hard to determine what
would be in the person’s best interests because the situations they
presented with were ambiguous or the options limited or dependent on
the actions of others. The “least restrictive” clause provides one criteria
against which to measure these judgments. But while “common sense”
often suggests what should be done to help at a given time, or the way
forward is mapped out as a matter of following established clinical
pathways, some procedures, and some circumstances, created significant
dilemmas. In relation to medical treatment the Department of Health’s
2001 guidance on consent that preceded the Act, stated that

Best interests’ go wider than best medical interests, to include
factors such as the wishes and beliefs of the patient when
competent, their current wishes, their general well-being and their
spiritual and religious welfare. People close to the patient may be
able to give you information on some of these factors. Where the
patient has never been competent, relatives, carers and friends
may be best placed to advise on the patient’s needs and
preferences.

But this fork in the road, when a person has been assessed as lacking
capacity and a decision-maker takes on the responsibility for determining
what is going to be in their best interests is often not as clear cut as it
seems. The person, or their relatives, may continue to express strong views
but vehemence does not equate to capacity and sometimes a fudged
decision is neither empowering nor advantageous to the person. That is
why complexity tests these principles and makes it incumbent on the Office
of the Public Guardian, and on health and social care professionals that
they are competent and confident to empower people to make decisions
for themselves. As importantly, they have to make sound decisions in
consultation with the person or their relatives but also to make decisions
that are right for a person who lacks capacity even if these occasionally go
against their expressed wishes. Clarity is key to this process and this report
highlights those issues that seem to act as barriers to clear thinking and to
clear decision-making.

9|Page

Copyright Hilary Brown and Liz Marchant commissioned by Office of the Public Guardian June 2011



SECTION 1 AN OVERVIEW OF
CASES SUBMITTED TO THE
STUDY

Introduction

As stated in the previous section, 60 cases were submitted to the project
from a range of agencies. The cases were illustrative rather than
representative. Participating agencies were asked to contribute up to three
cases that had been deemed complex: these were often cases that had
“stuck” in the organisation’s mind or oral history. They were known about
and discussed because they seemed to have produced an impasse or to
have contributed to contention within, or between, agencies.

This section provides a brief overview of these decisions and of the
individuals to whom they referred.

Details of the individuals behind these decisions

Of the sixty cases that were submitted to the project, 33 referred to
women/girls and 23 to men/boys; 1 case concerned a married couple and 3
cases involved several vulnerable people whose affairs were being
managed by someone whose conduct had given rise to concerns. Twelve, ie
one fifth, of the cases concerned people from black and minority ethnic
communities which means they were somewhat over-represented in the
sample®. Two cases concerned children under the age of 18 and one a
parent caring for children under the age of 18.

Table 1 on page 17, shows what kinds of decisions were being taken with,
or on behalf of, 57 individuals, depending on their “client group” — for the
purpose of this analysis we have set aside the three cases in which the
main focus was on the perpetrator of an alleged abuse or on their failure to
act in the best interests of a number of clients. These cases are described
separately below.

The 57 vulnerable people were grouped into the following “client groups”

= People with learning disabilities including Autistic Spectrum
Disorders (ASD)

= Older people, including those with mental health problems and
dementias

’ According to the 2001 census approximately 8% of the UK’s population
are from BME communities, and 32% in London.
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= People with mental health problems, including those with
acquired brain injury and

= People with physical or sensory impairments, and/or chronic
illnesses.

Making such distinctions begs many questions and is necessarily imperfect.
There is considerable overlap,- for example there were some older people
who also had mental health problems or a physical disability but despite
the risk of over-generalising we considered it helpful to consider the issues
raised for each group. Practitioners were not saying that complexity was a
function of the individuals per se, but nonetheless the cumulative impact of
their difficulties may have had a bearing on the way decisions about their
affairs and welfare were being framed.

About the older people featured in the study

As can be seen from Table 1, the older people whose cases were deemed
to be complex had an average age of 79.44 and a median age of 80.
Typically many of these older people had additional overlapping problems
in relation to their physical and their mental ill- health, and sometimes
their behaviour tested those around them. Several refused services and/or
demonstrated self-neglect. These additional difficulties could be summed
up as

e  Physical difficulties including ulcerated legs (1), incontinence (5),
frequent urinary tract infections (1), mobility issues(4)

e  Mental health problems including dementias (20),
addiction/alcoholism (2), frequently changing and unstable moods
(3),depression(1)

e Difficult behaviours and challenging behaviours (3), self neglect (1),
disengagement and refusal of services (5).

Although these additional difficulties made assessments complex and
exacerbated the need for best interests decision-making they are not, in
themselves unusual or unrepresentative of other older people.

At the time of the proposed interventions, 4 were married, 10 had been
married and were now widowed, 1 was separated and 6 were single
(marital status was unspecified in 4 cases). When the decision had to be
made, 6 were living in residential care; 2 were in hospital; 13 lived in their
own homes, (of these 13, 9 lived alone and 4 lived with their family or
partner); 1 was homeless and 1 lived in a hotel (information on living
situation was not noted in 2 cases).
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Four of the older people were deemed to have capacity to make this
decision with help, 18 were deemed not to have capacity and 3 people’s
capacity was disputed.

Case Study Example

Mary was a Black British born woman, for whom English was her first
language. She was 76, and had Alzheimer’s and significant depression. She
had three grown up children who could not agree who would take care of
her. One son had been living with her, and to some extent depending on her
management of the household because of his own difficulties. While she
had been in hospital her son had not washed up or put out the rubbish and
the house was in an unfit state for her to return to. Her oldest son
considered it his duty to look after her, and her daughter felt she was most
suited to provide personal care. The son who lived with her had become
persistent and threatening both to his siblings and to the professionals who
were trying to organise her discharge from hospital. Mary said she wanted
to go home but no-one was sure if she understood the issues or if she
realised that her son might not be able to care for her. She seemed to want
to return “home” in the sense of going back to a time as well as a place
where she felt confident and in charge.

About the people with learning disabilities featured in
the study

The people with learning disabilities whose decisions were referred tended
to be in young adulthood, and had an average age of 35 and a median age
of 30. Of these 1 was married, 10 were single and 5 people’s status was not
specified. They lived in the following accommodation: 2 lived with their
parents in the family home, 1 in an institution, 5 in learning disability
residential care homes and 7 in their own home with a partner or family
member, (1 person’s places of residence was not specified).

As a group they also had to contend with additional difficulties including ‘
= Physical difficulties- incontinence/ needing assistance with
toileting (6), Mobility (6)

= Mental Health issues- Attention Deficit Hyperactive Disorder
(ADHD) and Autistic Spectrum Disorders (ASDO (1), Anxiety (2)

= Difficult Behaviour- Challenging behaviour/ changing moods (1)

= Medical conditions- Acute respiratory infection (2), Cancer (2),
Epilepsy (4), Cerebral Palsy (1), Asthma and Eczema ( 1)

* Several individuals experienced more than one of these additional
difficulties
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= Family Issues- Domestic violence (2)

Case study example

An example of one case illustrating the difficulties was of a young man with
ASD whose father could no longer safely care for him and had inadvertently
given him too much medication which led to an emergency hospital
admission and a period in intensive care. His father stated that he wanted
his son to come home from hospital and there was some concern that this
was partly prompted by the spectre of losing benefits that had become
absorbed into the household income. The decision on the table was whether
to move out of his home area and into a new care home where his care
would be more consistent and appropriate. The young man was struggling
to understand his father’s mental health problems, even though he
recognised that in many ways he was his father’s carer rather than the
other way round.

About the people with mental health difficulties

including acquired brain injury featured in the study
This group was less homogenous than the others and included two young
people under the age of 18. The median age of the adults was 40: one
person with a mental health problem was older at 55 and the adults with
acquired brain injury were between the ages of 20 and 40.

Of the four with acquired brain injury, three had been injured as a result of
medical accidents and one as a result of a road traffic accident.

The decisions that they presented related to family issues in managing care
and financial issues.

They also experienced additional difficulties over and above their mental
impairment including

e  Physical impairments, multiple/ profound disability (1), impaired
mobility (2), needing assistance with toileting (1),

e Dual diagnoses in relation to their mental health including early
onset dementia (1), alcoholism (1)

e Challenging behaviours (1), changing moods (1)

e  Family Issues- Domestic Violence (1)

Case Study Example

One man in his twenties sustained hypoxia and subsequently a brain injury
during minor surgery to his hand. He received a significant sum as damages
for clinical negligence and this was managed by his brother and sister-in-
law who also became his carers. He was difficult to look after and
arrangements came near to breaking down on a number of occasions.
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Funds became intermingled in this process and the brother and sister-in-law
had reached a point where they were considering moving away from him
but using some of his money which they considered they had earned by
caring for him, to fund their new lifestyle. An application was made to the
court to appoint a new receiver to replace the man’s brother as there were
concerns that the money was being used for their benefit rather than for
the man himself. Abuse could not be proved but agencies acted on the basis
of these significant concerns even though the man said he did not want
anything to change.

About the people with Physical, Sensory Impairments
and / or Chronic Illness featured in this study

The age of the people in this group ranged from 25 to 68, with an average
age of 39 and a median of 34. Three people had chronicillnesses, one a
physical disability, and three a physical impairment caused by brain injury.

Three people were single, two married, one married caring for school age
children and one divorced and currently co-habiting. Of the seven, 2 people
resided in nursing homes, 4 lived in their own homes with family/ partners
and 1 was staying in a private hospital.

Other difficulties experienced by this group included:

e  Physical difficulties-needing assistance with toileting /
incontinence (5), malnutrition (1), UTI (1), Mobility (3), MS (3), ME
(1)

e Mental health issues- deme